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Abstract 
Issues on menstruation in individual with Down syndrome are often understudies. Difficulty in handling menstrual 
hygiene, premenstrual disorders and the risk of sexual abuse are often of major fear to the caregivers. 40 parents or 
caregivers of young woman with Downs Syndromes in Klang Valley, Malaysia were participated in the study. They 
were interviewed by using standardized questionnaire. Most of the caregivers expressed their concern regarding this 
issue and expressed their interest in seeking more information, however only a few of them did ever ask their health 
care provider. 
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1. Introduction  
Down syndrome is a chromosomal condition due to the presence of extra copy of chromosome 21. It is 
associated with some impairment of cognitive ability, physical growth and characteristics of facial 
appearances. Individuals with Down syndrome tend to have mild to moderate form of intellectual 
disability. 
Menstruation is an important process that occurs in fertile females. The onset of menstruation signifies 
a hallmark of every female pubertal development (Lee et al., 2006). During menses, some women will 
experience physical, psychological, and emotional symptoms called premenstrual syndrome. These 
include irritability, tension, dysphoria, anxiety, insomnia, headache, fatigues, mood swings, increasing 
emotional sensitivity, change in libido, abdominal cramps, constipation and tenderness in the breasts.  
In regards to menstrual cycle in individuals with Down syndrome, several studies have shown that 
there is no significant different in terms of fertility, age of menarche, cycle length or days of flow 
compared to their normal peers (Goldstein 1988; Atkinson et al., 2003). Although there is social stigma 
towards Down syndrome individuals in which people consider them handicapped and have a lot of 
problem to deal with, these special children have normal physiological changes. They pass through 
menarche at the same time and it is natural for them to menstruate regularly (Atkinson et al., 2003). The 
issues of difficulties in handling menstrual hygiene, pre menstrual disorders and the risk of sexual abuse 
are often of major fear among the caregivers. These issues may perhaps contribute to the caregivers’ 
decision to sterilize their affected daughter, or even request for hysterectomy.  
2. Literature Review 
The gynecologic issue of menstruation among intellectual disabled women is often understudied 
(Burke et al, 2010). The need of much published research on this subject is demanding. Recent evidence 
suggests that issues related to pain during menstruation, premenstrual syndrome (PMS) and menstrual 
hygiene teaching of intellectual disabled woman had increased attention over the past decades (Grover 
2002; Kyrkou 2005; Rodgers & Lipscombe 2005). Yueh et al. in 2009 proposed that women with an 
intellectual disability should have the same rights as woman without intellectual disability and have good 
reasons to receive good care during premenstrual syndrome.  
 In 2003, The Australian Society of Pediatric and Adolescent Gynecology (TASPAG) Working Party 
has listed the issues for consideration and assessment in women with intellectual disability. The 
committee highlights on certain subjects that might influence the way of handling menstruation and 
difficulty faced by the women. Ora et al. in their study draw our attention in which women with mental 
retardation have different levels of understanding of reproduction, contraception, and sexuality and 
varying levels of aptitude to handle their self. A survey conducted by Goldstein et al. reached the 
conclusion of no statistically significant differences in menarche, duration of bleeding, and cycle length 
between a group of adolescents with Down syndrome and 33 female controls. During premenstrual phase, 
women with intellectual disability experience physical, emotional, psychological, and behavioral changes, 
just like women without intellectual disability (Lu 2001). Nonetheless, there was a delay of menarche 
presentation of two or three years in brain damaged and undifferentiated retardation groups along with a 
delay of three to four years in Down syndrome’s patient (Salerno et al., 1975). Previous research study 
has found that menstruation is viewed as a common and natural part of a normal woman’s life that is 
needed to both individual and her reproductive health (Lu.2001). The result of a study by Yueh et al. 
involving a group of women with intellectual disability in Taiwan revealed that they viewed menstruation 
positively. That is demonstrated in which almost half of the target group in the institutions could manage 
their menstruation (obtaining, changing and disposing the pads) by their own (47.3%).  
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A cohort study involving young women with severe learning difficulties by Mel McMahon et al. in 
2008 reported that most of the respondents were on a normal developmental path. One third of them did 
not encounter any menstrual problem while the rest experienced menstrual disturbances such as 
menorrhagia and dysmenorrrhea. Those who were facing difficulties were well managed by combinations 
of paracetamol and mefenamic acid. A small proportion of them needed combined oral contraceptive pill 
to regulate their menstrual cycles. In 2008, Linda Mason & Cliff Cunningham reviewed the literature and 
found that women with Down syndrome differ from typical women in the case of interrelated factors 
associated with premenstrual syndrome (PMS). The links between age, parity, biochemistry, 
psychopathology and lifestyle and menstrual characteristics play a part in Down syndrome individuals, 
leading to a higher risk of having PMS. Obesity, which is common in Down syndrome (Shepperdson 
1992; Rubin et al.1998), is found to be related with the problems in menstruation (Masho et al. 2005). 
Another dilemma of intellectual disabled women in menstruation is to express their feeling particularly 
during premenstrual syndrome phase. For the women who are incapable to understand and articulate their 
physical or emotional discomfort, recognition of PMS may be a major problem (Linda Mason & Cliff 
Cunningham 2008). Lennox & Kerr (1997) identified that this particular group had unmet health needs, in 
which they could not describe the symptoms generally. Hence, they might experience their menses poorly 
and many may suffer untreated.  
According to a retrospective study by Dizon et al. in 2005, the parents are really concerned about the 
impending onset of menarche or how to cope with the existing menstruation for female adolescents with 
developmental delay. This is evidenced by satisfactory number of visits to the gynecology clinic at The 
Hospital for Sick Children in Toronto, in which the major reason of consultation was menstrual related 
with the concern of menstrual hygiene and problems coping. Quint E from study done in 2003 also 
mentioned that it may certainly be quite overwhelming for both caregivers and patient to concede the 
onset of menarche and subsequent daily care associated with menstruation.  
Therefore the aim of this study is to describe parents or caregivers’ perception and awareness on 
menstrual care in individuals with Down syndrome in Malaysian community.  
3. Methodology  
This cross- sectional study was conducted around Klang Valley between 17th of May till 14th of June 
2010.  Parents or caregivers of female individual with Down syndrome who live around Klang Valley 
were invited to be involved in the study. The respondents were enrolled through the Malaysian Down 
syndrome Association.  
The data were collected by interviewing the respondents using constructed and standardized 
questionnaire. The questionnaire covered the social demography data of individuals with Down syndrome 
and their caregivers, menstrual detail, parents or caregivers’ perception and also parents or caregivers’ 
awareness on menstrual suppression and menstrual care. Consent was obtained prior interview and 
confidentiality was assured. The interview was done via face to face at the Malaysian Down Syndrome 
association Centre or Community based Rehabilitation Centre around Klang Valley: via e-mail and also 
by telephone. Low educational level among the parents or caregivers defined as the respondents who 
never attended school, primary school and secondary school. Parents or caregivers who were diploma and 
degree holders were cauterized as high educational level. 
Finally the data were analyzed by using Statistical Package for the Social Sciences (SPSS) version 
17.0. 
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4. Results and Discussions  
4.1.  Demographic data of parent or caregivers of individual with Down syndrome 
There were 40 parents or caregivers of individual with Down syndrome participated in the study and 
the majority of them were female (92.5%) with the mean age of 41.2 year-old. Approximately over half 
of them (57.5%) had education level up to secondary school, 47.5% of them are currently unemployed 
and 57.5% of them have moderate monthly income ranged from RM1000 - RM3000. 
Table 1. Socio demographic characteristic of  Parents or Caregivers of Individual with Down syndrome 
Variables Number Percentage(%) 
Age  
1-20 
21-40 
41-60 
61-80 
81-100 
1 
7 
27 
4 
1 
2.5 
17.5 
67.5 
10.0 
2.5 
Sex 
Male 
Female 
3 
37 
7.5 
92.5 
Ethnicity  
Malay 
Chinese 
Others 
36 
1 
3 
90.0 
2.5 
7.5 
Education level 
 
Primary school 
Secondary school 
Diploma 
Degree 
4 
23 
6 
7 
10.0 
57.5 
15.0 
17.5 
Marital status 
 
Single 
Married 
Divorced 
Widowed 
1 
34 
3 
2 
2.5 
85.0 
7.5 
5.0 
Job 
Unemployed 
Non-professional 
Professional 
Self-employed 
19 
4 
11 
6 
47.5 
10.0 
27.5 
15.0 
Monthly 
income(RM) 
<1000 
1000-3000 
>3000 
4 
23 
12 
10.0 
57.5 
30.0 
Relationship 
 
Parents 
Siblings 
Relatives 
Paid 
39 
1 
0 
0 
97.5 
2.5 
0 
0 
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4.2. Menstrual characteristic of individual with Down syndrome 
The ages of women with Down syndrome were ranged from 1-40 year-old with median age is 12.7 and 
majority of them were Malay. Half of them (55%) had attained menarche and the mean age of menarche 
was 12.18 years.77.3% (17) of them had regular menses and 59% (13) of them experienced abdominal 
discomfort during menses. Most (72.7%, n= 16) of the parents felt that their daughter’s menses do not 
affect their daily activities and 772.7%  (n=16) of the parents claimed that their daughters still can go to 
school or work as usual during menses.  
Table 2. Menstrual characteristic of individuals with Down Syndrome 
Variables Number Percentage(%) 
Age  
1   - 10 
11 – 20 
21 - 30 
31 - 40 
17 
18 
4 
1 
42.5 
45.0 
10.0 
2.5 
Ethnicity  
Malay 
Chinese 
Indians  
Others 
38 
1 
0 
1 
95.0 
2.5 
0 
2.5 
Attained menses 
 
Yes 
 No  
22 
18 
55 
45 
Age of menarche  
 
9 
10 
11 
12 
13 
14 
2 
0 
4 
7 
4 
5 
9.1 
0 
18.2 
31.8 
18.2 
22.7 
Regular menses 
 
Yes 
  No  
17 
5 
77.3 
22.7 
Premenstrual 
syndromes 
Nausea 
Vomiting 
Abdominal discomfort 
Diarrhea 
Headache 
Backache 
Worry(unhappy) 
1 
0 
13 
0 
1 
4 
14 
4.5 
0 
59.1 
0 
4.5 
18.2 
63.6 
Menses affect daily 
activities 
 
Yes 
Sometimes 
No  
3 
3 
16 
13.6 
13.6 
72.7 
Menses cause her 
absent from 
school/work 
Yes 
No 
6 
16 
27.3 
72.7 
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4.3. Parents or caregivers’ perceptions on menstrual issue 
From the result of the study, apparently most parents had ever thought about their daughter’s reaction 
towards the first menses and more than half of them were feeling depress when thinking about the 
matters. Majority of them concerned that irresponsible person would take advantage on their daughter. 
However, many of the respondents did not discuss with anybody including doctors regarding the 
preparation of their daughters in approaching menarche and handling menstrual care. The majority of 
them also were not been given any briefing regarding the menstrual care of individual with Down 
syndrome. Most parents (92.5) said that they would be very delighted if they were given any information 
via pamphlet or talk related with managing menses for Down syndrome individuals.  
       Finally based on the results, interestingly we found that parents or caregivers with higher education 
level were significantly had better knowledge on menstrual suppression and more aware of getting help 
on menstrual care compared to lower educational group. 
Table 3. Parents or caregivers perception on menstrual care for individual with Down Syndrome 
Question Yes (%)        No (%) Never think about it (%) 
Ever thought about daughter’s reaction towards her first menses 72.5                27.5 0 
Feeling depress thinking of her daughter’s reaction during menses 55.0                37.5 7.5 
Mentally and physically prepared on handling daughter ‘s menses 80.0                17.5 2.5 
Ever discussed with anybody regarding the preparation before her 
daughter’s menses 47.5                52.5 0 
Ever asked any doctor regarding how to handle daughter’s menses 15.0                85.0 0 
Ever been given any briefing about her daughter’s menses and 
how to handle the menses.  15.0                85.0 0 
Ever concerned that an irresponsible person may take advantage 
on her daughter 
97.5                  2.5 
 
0 
Interested in getting information regarding her daughter’s 
menstrual care 92.5                  7.5 0 
Table  4. Parents or caregivers’ Knowledge on menstrual  
Variables          Yes(%) No (%)      P Value 
Knowledge about menstrual suppression 
  Low education level                                            
  High education level 
  Awareness of getting help on menstrual 
care 
  Low education level                                            
  High education level 
4(14.8) 
7(53.9) 
 
 
        7(25.9) 
        8(61.5) 
23(85.2)         0.01 
  6(46.1)     
 
 
20(74.1)         0.02 
  5(38.5) 
5. Discussion 
In this study, we found that the average age of menarche in Down syndrome individuals was 12.18 
years. girls in Malaysia attain menarche around the age of 11 to 13. This is consistent with the results of 
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previous studies that found majority of the girls with Down syndrome attained their first period at the 
same time as typical girls, which refer to those who do not have any severe physical, medical or 
intellectual disability (Hsiang et al. 1987; Goldstein 1988; Angelopoulou et al. 1999; Cunningham 2006), 
and menstruate regularly. This finding seems to corroborate with the result in the earlier study by Dizon 
et al. which found that the age of menarche among young women with developmental delay in Toronto 
was 12.13 years.  
In this study, based on the seven premenstrual syndromes that were listed in our questionnaire, we 
found that more than 50% of the participants claimed that their daughters complained of abdominal 
discomfort and feeling of worry or unhappy before menses. This result is consistent with the findings for 
Taiwanese women as reported by Yueh et al. in which abdominal cramps was the most prevalent and 
severe symptom during the ‘‘perimenstruum’’ among women with intellectual disability. Although the 
other symptoms such as nausea, vomiting, headache, backache and diarrhea were less reported, we still 
cannot conclude that these symptoms are uncommon among them. They may be less able to express 
physically or verbally of what they experienced to their parents. So, the parents will think that their 
daughters do not have these symptoms at all.  
We also found that most of the Down syndrome women’s daily activities were not affected by menses. 
Even if they have menstrual pain, they still can go to work or school as usual. Just a small proportion of 
them have to be absent from work or school during the first or two days of menses. The most common 
reason that was given by the parents about this condition was their daughters were not able to manage 
menstruation on their own and they did not want to put their teachers in trouble.  
One of the objectives in our study is to assess the association between the educational level of the 
parents or caregivers with their perception and awareness towards the menstrual care of individuals with 
Down syndrome.  The level of education reflects how people think. When the population is more 
knowledgeable, they make an effort to seek for more. Their expectation may be higher thus influencing 
the perception towards what happened around them. The more knowledgeable parents may perceive 
differently as compared to the less knowledgeable parents. Parents with higher education level may think 
that it is important to know more and prepare early on how to manage the menses in individuals with 
Down syndrome. That is the reason why we want to evaluate the connection between those variables. 
Here, it can therefore be concluded that ‘high educational level’ group knows better about menstrual 
suppression in individuals with Down syndrome. As we can reflect from the interviews, the source of 
information usually come from their own reading and also from the media. The types of medical 
intervention for menstrual suppression that was mentioned by them were hormonal injection and 
hysterectomy. Parents with higher education status are more aware that they can get help regarding the 
menstrual care particularly from the medical practitioners. During their daughters’ regular visits to the 
hospital, they bring up their concern about menstruation by discussing with the doctors.  
On the questions of parent’s perception, it is interesting to note that most parents of individuals of 
Down syndrome are really concerned on the management of menstrual care of their daughters in spite of 
they have reached menarche or not. The parents especially mothers had always thought on how the 
daughters will react during the first time they experience menstruation. The question of “Is she shocked, 
frightened or maybe clueless during the menses?” in the mind makes the parents feel uneasy.  The major 
concern is they are afraid that individuals with Down syndrome cannot handle it sensibly as normal 
female adolescents. How intellectual disabled child is going to survive if there is no help available? This 
finding is in agreement with McMahon et al. (2008) findings which showed that many families 
particularly mothers worry how their daughters with severe learning difficulties will manage 
menstruation. However, this problem can be tackled with appropriate support and advice; hence concerns 
appear to dissipate through time.  
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80% of the respondents in this study claimed that they are prepared to handle their daughter’s menses. 
For those parents who have experiences dealing with daughters whom already menstruate, they tried to 
teach them since at young age. By taking other normal sister as an example, the mother educate the 
disabled one by showing them their sisters’ pads, teaching them how to use the pads and enlighten that 
menstruation is a normal process of the body that they will go through. These comments further support 
the idea of Rodgers J. & Lipscombe J (2005); the younger women were more likely to be taught by their 
mothers about menstruation. There were 2.5% of those surveyed said that they never think about the 
preparation of handling menses of Down syndrome individuals because the daughters are still young and 
they are focusing on maintaining the children’s health.   
One of the issues that we would like to highlight based on the findings is more than half of the parents 
(52.5%) did not discuss with anybody about the preparation before menses in individuals with Down 
syndrome. They preferred to keep quiet and acknowledged this subject in an ordinary way as in normal 
daughter. Some of them said that they did not need to talk about it as their daughter can manage the 
menses very well. 47.5% of the respondents shared their concern on this matter particularly among their 
friends, doctors and parents. As the parents with individuals with Down syndrome have their own parents 
support group, they are more likely to discuss the issues among them.  
From the study, we can suggest that parents are lacking of information regarding menstruation in 
Down syndrome. 85% of the parents had never been given any source of knowledge about their 
daughter’s menses and how to handle it. The same figures also came out that they never asked the doctor 
regarding the menses of their daughters. Earlier published study by Dizon et al. (2005) showed that the 
parents and caregivers are often relieved when the healthcare providers are paying attention to their 
concerns regarding menstruation in young women with developmental delay. It seems that our 
respondents in the study did not communicate and consult the doctors about the topic of menstruation in 
individuals with Down syndrome. A possible explanation for this might be that their daughters did not 
face any major problem in menses that they need to seek for treatment or advice. Some parents of 
individuals with Down syndrome who have not menstruate yet felt that it is too early for them to worry 
about the menses of the daughters.  
6. Conclusion  
         In general, the finding from this study suggests that most parents of individuals with Down 
syndrome are really concerned on the menstrual care of their daughters regardless they have reached 
menarche or not. However, they are deficient on getting information regarding menstruation in Down 
syndrome and they did not put this concern as an important subject to be discussed with healthcare 
providers. Issues of menstrual hygiene and education on coping with problem during menses need to be 
addressed. The current findings add substantially to our understanding that parents with individuals with 
Down syndrome should be provided with more help and training in order to promote a better quality of 
life for both parents and individuals. Opportunity to try and learn how to manage  their own menstrual 
care ought to be started at an appropriate young age. This responsibility is not just to be sustained by 
parents and family members, but day care centre, school staff and health professionals could play a 
greater role to help the intellectual disabled women to achieve an improved level in their life. Further 
studies, which take these variables into account, needs to be developed which would aid to establish a 
greater degree of accuracy on this matter. 
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7. Limitation 
The sample size in this study was small and was taken only the point of view of the caregivers or 
parents. The finding might not represent the whole community of Malaysians but the results do provide a 
great impact to our understanding regarding menstrual care among individuals with intellectual disability 
specifically  Down syndrome in Malaysia. 
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